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Abstract 
Background: Inflammatory bowel disease (IBD) is an incurable, chronic, gastrointestinal condition characterised 
by recurrent bouts of debilitating abdominal pain and diarrhoea. There is little information on how adolescents 
with paediatric IBD (PIBD) face the challenges of living with the disease and their perceptions of their journeys 
towards adulthood. This paper reports the findings of a qualitative study on these issues in adolescents living with 
PIBD in South Australia. 
Methods: Potential study participants, aged between 12 and 17 years were selected by a treating clinician from the 
PIBD clinic of a major referral hospital, to achieve gender balance and some diversity in the PIBD stage and 
severity. In-depth face-to-face interviews focused on participants’ perceptions about living with IBD during 
adolescence and for the future. Interviews were recorded, transcribed and analyzed thematically. 
Results: Nine adolescents aged 15-17 years consented to participate in the study. Using an overarching theme of 
‘the journey’, three major temporal themes were apparent, namely, ‘Reactions at time of diagnosis’, ‘Learning to 
cope with IBD’ and ‘Acceptance and the future with IBD’. 
This study demonstrates that, even with optimum support, the pathways towards adulthood were often turbulent 
and challenging for these young people due to the unpredictability of painful and/or embarrassing physical 
symptoms. They nevertheless developed strategies which enabled them to accept and cope with a new ‘normality’ 
with positivity and determination. More research is warranted to investigate the skills required to navigate this path 
successfully. 
Keywords: adolescent, coping, Crohn’s disease, inflammatory bowel disease, journey, ulcerative colitis 
1. Introduction 
1.1 Inflammatory Bowel Disease 
Inflammatory bowel disease (IBD) is a group of debilitating gastrointestinal disorders, including Crohn’s disease 
(CD), ulcerative colitis (UC) and indeterminate (i.e. not able to be classified as either CD or UC) IBD (IBDU). 
Paediatric IBD (PIBD) affects an increasing number of children and adolescents around the globe (Chouraki et al. 
2011; Abraham, Mehta, & El-Serag, 2012; Hong et al., 2018; Lopez, Appleton, Gearry, & Day, 2018; Sykora et al., 
2018) with research suggesting that the overall incidence of PIBD (before age 18) is 10-20% of the total incidence. 
The highest annual incidence rates reported are (per 100,000 person years) 23 in Europe, 15.2 in North America, 
and 11.4 in Asia/the Middle East and Oceania (Sykora et al., 2018). 
1.2 Living with Inflammatory Bowel Disease 
PIBD is often more active and affects a greater part of the bowel than is typical of IBD at older ages (Pigneur et al., 
2010; Ruel, Ruane, Mehandru, Gower-Rousseau, & Colombel, 2014). As well as experiencing the common 
gastrointestinal symptoms of abdominal pain, diarrhoea, passing blood and weight loss (Yu & Rodriguez, 2017), 
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children with PIBD may also present with the unique manifestations of significant growth retardation (Ley et al., 
2016) and delayed puberty (Kao, Denker, Zacharin, & Wong, 2019). 
This combination of symptoms and signs seems to be a potential a recipe for negative impacts on various facets of 
life and this view is supported by a number of research studies which found that adolescents with chronic diseases, 
including PIBD, are at a high risk for clinically relevant emotional or behavioural problems often resulting in 
significantly lower quality of life than that of healthy individuals (Greenley et al., 2010; Rosen, Dhawan, & Saeed 
2015; Varni et al. 2015; Diederen, Haverman, Grootenhuis, Benninga, & Kindermann, 2018; Knowles et al., 2018), 
and that this is closely positively related to disease activity and fatigue (Marcus et al. 2009; Chow, Otis, & Simons, 
2016). Despite this evidence, other research questions the generalisation that all adolescents with PIBD have 
poorer health-related quality of life than their healthy peers (Rogler et al., 2014, Chouliaras et al., 2017; Mahlmann 
et al., 2017; Nasiri, Kuenzig, & Benchimol, 2017). The variability across past research findings may be a result of 
issues related to study methodology, for example, small sample sizes for quantitative data collection, and/or lack of 
consideration of disease stage and activity, or a focus on specific environments (home, school, social and 
healthcare) in which children and adolescents live with PIBD. 
There has been considerable research on transitioning youth with PIBD through adolescence into adulthood, to 
managing their disease independently (NASPGHAN, 2015). This self-efficacy is essential for a successful 
transition. Understanding the acquisition of the skills and knowledge required for this self-efficacy can be partly 
achieved by examining the journeys, experiences, skills and attitudes of adolescents with PIBD as they approach 
adulthood. 
Much valuable research has been devoted to examining the experiences of adolescents who have PIBD and other 
chronic diseases (Haas, 2012, Barned, Stinzi, Mack, & O'Doherty, 2016; Chen, 2016; Sezgin, Weiler, Weiler, Lin, 
& Hart, 2020), often by using a standard Health Related Quality of Life Questionnaire (Greenley et al., 2010). Few 
studies have conducted in-depth face-to-face interviews with children with PIBD (Lynch, Barned et al., 2016, 
Kluthe et al., 2018; Vejzovic, Bramhagen, Idvall, & Wennick, 2018) and the single one focussing on adolescents 
(Haas, 2012) was only about CD. To date no face-to-face research has specifically addressed the question of the 
journey traversed by adolescents as they learn to live with and adjust to these chronic, debilitating, unpredictable 
and life-long inflammatory bowel diseases as they approach adulthood. In a recent review of qualitative research 
studies on living with IBD (Fourie, Jackson, & Aveyard, 2018) it was noted that “Further research should be done 
on adolescents/young adults living with the condition as a significant gap was found in the literature”. This study 
seeks to address this specific gap by using face-to face interviews to explore the PIBD-related journey of 
Australian adolescents as they grow towards acceptance, adulthood and independence. It specifically seeks to 
better understand the experiences and challenges of young adults with IBD and how they navigate the social world 
at the intersections of chronic illness and young adulthood 
2. Method 
2.1 Participants and Sampling 
Participants were recruited from the Outpatients Department at the Paediatric Gastroenterology Unit at the 
Women’s and Children’s Hospital in Adelaide, South Australia between October 2019 and March 2020. The 
hospital draws patients from the Adelaide metropolitan area and surrounds. 
A purposive sampling strategy (Palinkas et al., 2015) was used to recruit male and female participants of various 
adolescent ages to obtain a range of experiences with PIBD. Participants were recruited by the senior 
gastroenterologist and senior nurse during visits to the clinic. Inclusion and exclusion criteria were assessed by the 
senior gastroenterologist at the hospital. 
Inclusion criteria included: aged between 12 and 17 years; diagnosed with PIBD; able to understand and respond to 
questions in English. Adolescents with PIBD were excluded from this study if they had active acute disease, recent 
surgery or any other condition which was deemed to make them unsuitable for interviewing or if in the opinion of 
the senior gastroenterologist and senior nurse (as experts in the care of these patients), participation in the study 
would provoke excessive anxiety or other mental stress on the part of the adolescent. For a small qualitative study, 
8-12 participants is recognized as being sufficient (Clarke & Braun, 2013). 
2.2 Information and Consent to Participate 
Written information sheets about the study were provided to all potential participants and to the parents of those 
under 16. If potential participants agreed to be contacted about the study, the primary investigator (EAH) phoned 
them and provided any further study information required. This emphasised that participation was entirely 
voluntary, that the decision to take part or not would not affect their care in any way and that anonymity would be 
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protected in any presentation or publication of data collected. They then received consent forms per email. 
Following this, interviews were scheduled in February 2020 and conducted individually at the Women’s and 
Children’s Hospital in Adelaide, South Australia. Following any further explanations and answers to any questions, 
all patients and all parents of children under 16 years of age provided written consent prior to interviews 
commencing. 
2.3 Semi-Structured Interviews 
Children aged under 16 years were interviewed with one or both parents present. Those 16 years or over could 
choose to have a parent present if they wished. Face-to-face interviews were conducted and recorded at the 
hospital in a designated interview space (Interview protocol was set by the Women’s and Children’s Health 
Network Human Research Ethics Committee). All interviews began with an informal chat before the recording 
started so that the interviewer could establish rapport. After starting the recording, the interviewer invited the 
adolescent participant to talk about their life before and after diagnosis of PIBD, particularly in relation to sporting 
activities, schooling, friends, social activities and family, and “life with IBD” now and in the future The interview 
guide was used flexibly with follow-up prompts to clarify the adolescent’s narrative and check the interviewer’s 
own understanding of the narrative. 
2.4 Analysis 
The recorded data were transcribed by a professional transcriber. The interview transcripts were analyzed 
thematically by EAH in consultation with CB, following Braun and Clarke’s approach (Braun & Clarke, 2006) of 
familiarization with the transcripts, and developing an inductive and deductive coding framework to identify novel 
concepts while also addressing the major focus of the study. Ultimately we aimed to identify emergent themes, and 
the inter-relationships between them. In order to maintain confidentiality, participants have been given 
pseudonyms in this paper. 
2.5 Ethics Approval 
This study was approved by the Women’s and Children’s Health Network Human Research Ethics Committee and 
the Australian National University ARIES Human Ethics Committee; Governance approval was also gained from 
the Women’s and Children’s Hospital in Adelaide where the interviews were carried out. 
3. Results 
3.1 The Participants 
All nine participants were high school students (Table 1) with a clinical diagnosis of PIBD who had not had 
surgery to treat their condition. All five 16 and 17 year olds opted to be interviewed without a parent present. All 
but one participant had been living with a diagnosis of PIBD for two years or more at the time of interview (see 
Table 1). 
 
Table 1. Characteristics of participants 
Code name Gender Age (years) Age at diagnosis disease Time since diagnosis Active disease or remission 

Ann female 17 17 UC 4 months active 

Laura female 17 14 UC 3 years active 

Frank male 17 11 CD 6 years active 

Bill male 16 11 CD 7 years active 

Kate female 16 11 UC 5 years active 

Carl male 15 10 CD 5 years remission 

David male 15 13 CD 2 years active 

Grace female 15 10 CD 4 Years remission 

Jane female 15 11 CD 3 years active 

UC = ulcerative colitis; CD = Crohn’s disease. 

 
3.2 Findings 
Within an overarching meta-theme of the journey, participants described traversing physical and emotional 
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instabilities which led towards acceptance of their life-long disease. Their experiences of learning to live with IBD 
are described below under three temporally organized major themes, namely, “Reactions at the time of diagnosis”, 
“Learning to cope with PIBD” and “Acceptance and the future with IBD”. There are intertwining and continuing 
issues and underlying factors shared between the three major themes. 
3.2.1 Reactions at the Time of Diagnosis: “what’s happening?” (Laura) 
The journey started with participants generally questioning why they were experiencing pain, fatigue, diarrhoea, 
vomiting, weight loss and other discomforts that they did not understand and which left them confused. At least 
two participants were diagnosed reasonably quickly after the onset of symptoms; one, who had three members of 
her family with IBD, could not remember pre-diagnostic problems so it seems that her diagnosis may have come 
quickly. Another young man, Frank, also recalled “So, we went to the doctor. Then he ….told us to go to a hospital 
for a specialist and check what’s going on. And he discovered the Crohn’s there”. 
But several others had experienced delays in diagnosis which meant that they lived with these debilitating 
symptoms for varying lengths of time, from a few weeks up to a year. Two thought that general practitioners (GPs) 
may not have recognized the symptoms of IBD and so treated them for other ailments before referral to a 
gastroenterologist. 
One young woman spoke about how her GP thought she had bulimia or anorexia which led to her parents also 
having that view: “They thought the same. They were like, “Well, if the doctor says that, it must be true.” And it 
was ……I was really upset. It was frustrating” (Ann). 
During this time some participants recounted: giving up sport because of lack of energy, interruptions to school; 
self-restrictions on social activities for fear of embarrassment; and negative effects on mental health leading 
several to ask ‘what’s happening to me, and what am I doing?” All but one participant spoke about their search for 
different foods, thinking that diet may be the cause of their problems. Two participants remembered with great 
distaste having endoscopies and colonoscopies during the final stages of diagnosis. Jane described this period of 
the journey as: “the most difficult time”. 
This time is exemplified in this excerpt: 
“So I got quite depressed from it because…. – my weight was fluctuating constantly, …. bad skin and everything…. 
self-conscious because I would try everything. Nothing would work. …why is this happening to me…. I got anxiety 
because I didn’t want to go out anywhere because of how I felt and how I looked. I was always scared I was going 
to have to go to the toilet constantly… So I always never wanted to go out or do anything…. never was happy 
because, yeah, it just affects everything. And especially my mental health….” (Ann). 
The experiences of living with PIBD before and during diagnosis left most of the participants anxious lest they 
should return to this state of health. 
The second stage of their journey began with a clinical diagnosis of IBD which was received with positive but 
mixed feelings by the participants. They were all pleased that they would now receive treatment, with some 
expressing relief: “So finally they found it what it was, so we know the answers to everything “ (Ann). However, 
Carl identified the significant downside: “I was relieved…– a bit upset, bit shocked. I was, like – because there’s no 
cure for it”. After acceptance of the diagnosis the next step in this journey involved a thorough assessment of the 
disease and then medication and treatment to control the symptoms. It was clear from most participants that 
continual medical surveillance and ongoing treatment and medication involved a number of changes in their lives 
over time with the need to go to the hospital for check-ups, infusions, medication adjustments and other procedures 
at least every three months. The number of hospital visits changed over time, “So, I went from eight weeks, every 
eight weeks to every six weeks, to four weeks then back again. And just chopped and changed” (Laura). None of 
the participants expressed any problem with changing regimes. 
Medication sometimes changed over time with the need to identify an effective treatment. One concern voiced 
about medication was about steroid treatment, where Bill said that it made him ‘emotional’ and ‘snappy’ and Kate 
said steroids “plump you up…and make you feel insecure”. Also Kate, who took a lot of tablet medication each day, 
thought that this may affect her immune system, as she got sick easily, and that it caused her muscle and joint pain. 
Laura, who also took a lot of medication, was concerned about how her body ‘digests it’. 
Nevertheless, all participants seemed to be adjusting to the treatment demands and did not find them too 
burdensome, with all voicing positive effects on their moods such as: ‘reasonably calmed down’, ‘mostly fine, 
‘good’, ‘I’m OK’, ‘going well’, ‘the best at the moment’, ’best I’ve ever been’. Treatment and medication rendered 
life for some participants almost similar to that prior to onset of the disease and improved the lives of all of them by 
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helping to control their symptoms. 
Nevertheless, ongoing symptoms may well continue throughout life for many of these adolescents: “It hasn’t been 
too bad. But I know if you have a really big flare-up… flare-ups make it very difficult for you to do things 
…,” (Bill). Consequently, a very important, necessary, but often difficult, part of this journey was the need to make 
adjustments in order to maintain control of their disease and lives. 
3.2.2 Learning to Cope with PIBD: “But, you know, there’d be the hard times sometimes.” (Frank) 
The daily lives of Ann, Carl, Grace and David were not affected a great deal as long as they were careful about 
their diets and took their medication. But they did not know if and when they may get a ‘flare-up’ with the 
accompanying pain, diarrhoea and other symptoms. As Carl said: “So it’s kind of just watch out for any negative 
signs that something bad is happening or anything”. 
Other participants related various symptoms which they had had to learn to cope with whilst trying to live a 
‘normal’ life and the strategies which have helped them to do this. Even when they felt quite well, the 
unpredictability of the arrival of symptoms made them feel insecure: “but it’s just been concerning for me and I get 
nervous” (Kate). Pain, incontinence, fatigue and nausea, or ‘not feeling well’ were the main ongoing symptoms 
which all participants had to deal with from time to time with the unpredictability of faecal incontinence being one 
of the most difficult problems for several of the participants. When the urge occurred they needed to locate a toilet 
very quickly: ‘So it’s not very lovely’, (Bill) and “There’s been a few times where I haven’t made it to the toilet 
before and it’s gone like through my undies and my pants and stuff where it’s gone onto the floor. Yeah, that was a 
bit hard” (Laura at school). Anxiety about incontinence limited some of these adolescents from immersing 
themselves completely in their social lives as they dared not go anywhere where they did not know where the 
toilets can be found; some don’t stay with friends anymore or only at the homes of close friends. Travel and eating 
out were other activities impacted by the threat of faecal incontinence. Surprisingly this hardship did not stop most 
of them from travelling. One had been to Vietnam and another to the USA. Several just didn’t eat out, missed 
school camps or social outings to avoid embarrassment and one agreed that she travelled ‘from toilet to toilet’. 
The participants constantly struggled with this problem when trying to live ‘normal’ lives. They had a constant fear 
of embarrassment and some feared being bullied with two participants having to deal with this; one changed 
schools and one ‘developed a ‘wall’ against it. For some, the presence of symptoms also impacted their whole 
active life; as Jane put it: “Yeah, well, it just sucks because like sometimes I just like can’t even move because it’s 
like that painful. And I just like have to, I just stay in bed”. 
School absenteeism was common amongst the five with most active disease as Frank observed: “There’s been 
some tough times. Like getting to school” . Teachers had been told of the difficulties when it was deemed necessary, 
allowing extensions to assignment deadlines and, in one case, making ‘special provisions’. With this assistance 
they all managed to cope with and to stay positive about their educations, noting the importance of education and 
satisfaction with their progress. All but one aimed to go on to further education after school 
Participants knew a lot more about food than before they developed IBD and had taken responsibility to eat foods 
which did not upset them, carefully watching their diets to discover what was OK for them to eat and two 
becoming lactose-free. They played a surprising amount of sport and vigorous activity, choosing sports which 
suited them, with only one not participating in any sport after having been very keen, but eager to return to it. 
Despite the limited control some participants had over the unpredictable behaviour of their IBD only one had 
severely limited his social life. This was Frank, who ‘doesn’t go out a lot’ because of insecurity. 
Paramount in the process of making adjustments and maintaining control over their lives was the support, 
understanding and sympathetic awareness they received from parents. This was eloquently stated by Carl: 
“Whenever I’m sick or anything, they listen and take care of me, and then if it gets bad enough, they’ll take me to 
where I need to go to get it helped”. Friendship support was also important. Five participants had told friends about 
their illness and all were supportive and understanding. Four participants had told only a few of their friends with 
two explaining why they had been reluctant to tell more: “Not all of them know about it. It’s just it’s kind of hard to 
explain to them, so they don’t ever actually understand, so there’s no point in telling them really” (Kate); and “it’s 
a bit gross what I went through, but I did tell a couple of people because I was away from school quite a lot for it” 
(Ann). 
Several participants mentioned the importance of ‘understanding’ when talking about parents and/or friends and 
inferred that this helped them to deal more effectively with the periodically embarrassing and personal nature of 
their symptoms: “People that aren’t strong and don’t have the support that I would have, it would be a lot harder to 
deal with” (Bill). Another benefit of this understanding was that it helped them feel less isolated and helpless. Yet 
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Kate felt that true understanding was hard to find: “no one who doesn’t have it like understand”. 
Participants expressed a certain amount of understandable frustration and anxiety in living with PIBD, with 
perhaps the most forthcoming participant being Kate who said: 
“Oh, sometimes I get a lot, I get breakdowns from that. Like –– I cry. I don’t know. I think it’s just because I just, 
sometimes it just hits you and you’re like why does this have to happen to me. But – Yeah, I don’t know. It’s just it’s 
a bit like confronting that it had to happen at such a young age. Because some people only get it in their twenties”. 
And Jane who was more succinct: ‘I just don’t like it’ and ‘Yeah, well, it just sucks’. And Bill summed it up for 
everyone with: “Some days are just a struggle”. Possibly the most socially affected of the group of nine was Frank 
who appeared to only leave his home to go to school. He conducted his social life over the internet with friends: 
“Well, because I’m at home a lot, it makes you lose confidence a bit. Makes you a bit anxious ‘about going out and, 
you know, going out with friends and stuff like that. And making friends. It can be a bit tough doing that. Yes, it 
makes that anxious, so you lose your confidence a bit.” 
Three other interesting sources of anxiety were revealed. Bill was concerned that he was a burden to his busy 
family; Frank feared that he might pass on the disease to children if he had them; and David was concerned that he 
may not be able to drink alcohol when he is older. 
Despite setbacks and continuing symptoms for some, every participant fortified their feelings of self-efficacy 
using positivity and they talked about inner ‘strength’, comparing their lives favourably with others who were 
worse off, by “helping themselves”, “trying to be strong”, or as Grace put it “Just not worry about it. Sort of get 
along in life, I guess”. 
As they approached the transition to adulthood older participants were aware that they needed to take more 
personal control of their lives. Bill reflected: “I know I can take care of myself. And also I’m getting older, so I’m 
going to need to do that more”’. 
3.2.3 Acceptance of a Future with IBD 
With time and support participants had learned to deal with the unpredictability of their symptoms and the 
anxieties which accompanied them. This helped them face and accept the recurring nature of their life-long illness. 
This group of nine young people showed resilience, a desire for normality, and a positivity that was heart-warming. 
Bill, who has had PIBD the longest, can hardly remember life without IBD so it is just ‘normal’ for him. Two 
others had family members with IBD which helped them accept their condition. As Laura said: “But I think it’ll be 
- it won’t be a normal life but it’ll be what I know is normal” and Kate: “there’s nothing you can do about it, so you 
might as well just live your life really”. All were adjusting to a new ‘normality’. 
Many of these participants found positive aspects of their condition. They reflected on how having PIBD had made 
them more mature and more understanding of themselves and others. Carl learned to be more thoughtful of others: 
“..someone could have something that you don’t know about, but you shouldn’t, like, push and try to get them to tell 
you and stuff”, while another said: “I’m stronger than I thought I was honestly”. 
All but one of these participants had plans to further their education, while Frank wanted to start working straight 
away. Most had high but realistic hopes about their futures. Some were cautiously optimistic saying it would 
probably be ‘fine but perhaps hard’, or ‘if it stays like it is now’ and Laura: “Well, I think the way I’m going now 
it’d be hard having to still go to hospital and have infusions and be on medication daily and all that jazz. But I think 
it’ll be, it won’t be a normal life but it’ll be what I know is normal”. Others had no qualms at all: ‘It doesn’t worry 
me at all’ said Kate, and Jane hadn’t given the future any thought at all so far. 
4. Discussion 
This small qualitative study builds upon others that have explored the factors and themes related to young people 
living with IBD to provide a rich understanding of their health journeys through adolescence. It has produced 
findings that are mainly consistent with other studies but also provides some new insights. It has demonstrated that, 
even with optimum support, adolescents will undergo difficulties as their sometimes severe and unpredictable 
physical symptoms cause them anxiety and embarrassment and disrupt their everyday social lives. Findings 
overwhelmingly indicated that the frequently turbulent journey for the Australian adolescents in this study was 
undertaken with surprising positivity as they learned to accept a new normality, while managing the complexities 
of their lives with pragmatism, determination and resilience. Within the themes identified above, it is clear that the 
participants were transitioning well through the stages in their journey towards acceptance and adulthood. 
First was the acknowledgement and acceptance of the diagnosis of IBD. This was often delayed due to difficulties 
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in reaching a diagnosis especially for CD (Schoepfer et al., 2017). Subtle signs and symptoms such as unexplained 
fevers, iron deficiency, anaemia, and non-specific abdominal pain early in the disease course (Purc- Stephenson, 
Bowlby, & Qaqish, 2015; Carroll et al., 2019) may delay referral to a specialist gastroenterologist (El Mouzan et al. 
2019). The relief and often shock at diagnosis is well documented (Haas, 2012; Germeni, Vallini, Bianchetti, & 
Schulz, 2018; Kluthe et al., 2018). The memory of the difficulties before diagnosis understandably lingered on and 
caused some mild anxiety; this has also been reported in adults diagnosed with CD (Norton, Thomas, Lomax, & 
Dudley-Brown, 2012). 
Second came the formation of a positive attitude towards a changing and life-long routine of medication and 
treatment. Despite some unpleasant side effects, participants welcomed the relief brought by medication. As PIBD 
is incurable, the medication taken by the participants is intended to induce and maintain the patient in remission 
and ameliorate the disease’s secondary effects. Medication is prescribed according to the current needs of a patient 
and may change many times (Lahad & Weiss, 2015). For young women in particular, steroids can cause sudden 
unpleasant bodily changes which can influence adolescents' assessment of their body image (McCabe & 
Ricciardelli, 2004). Nevertheless, all participants appeared to have integrated their medical regimes – both 
medicines and specialist treatments – into their lives, and adherence to medication did not seem problematic, 
although no specific question was asked about this. Indeed, adolescent attitudes towards medicine do not appear to 
have been well researched, although KyngAs et al. (2000) reported a similar finding that medication was not 
problematic. 
Next was the necessity for these participants to learn how to manage ongoing and unpredictable symptoms of their 
disease. The most common gastrointestinal symptoms of PIBD are fatigue and abdominal pain in CD and rectal 
bleeding and diarrhea in UC (Perler et al., 2019). Other symptoms include frequency and urgency, loss of appetite 
and weight loss (Chuong, Haw, Stintzi, Mack, & O'Doherty, 2019). Those participants with less severe disease, or 
for whom treatment was very successful, were barely affected by ongoing symptoms, but some had to constantly 
watch for signs of imminent ‘flare-ups’. Several were careful about their diets and followed typical dietary 
strategies to manage PIBD (Norton et al., 2012; Devlen et al., 2014; Chuong et al., 2019). 
The two most debilitating symptoms reported by the participants were pain and faecal incontinence. Pain has been 
shown to negatively impact the ability to attend school regularly, to concentrate in school, and to achieve academic 
success (Lynch, Calsbeek, Rijken, Bekkers, Dekker, & van Berge Henegouwen, 2006; Assa, Ish-Tov, Rinawi, & 
Shamir, 2015). It can be relieved somewhat by medication but Norton et al. (2017) (Norton, Czuber- Dochan, 
Artom, Sweeney, & Hart, 2017) in a review of IBD pain intervention studies concluded that there was a scarcity of 
evidence for effective treatment, and room for further research in abdominal pain management. It is possible that 
‘elimination of all abdominal pain among youth with IBD may be an unrealistic treatment goal’ (Wojtowicz, 
Greenley, Gumidyala, Rosen, & Williams, 2014). 
Despite medical treatment and advice, several participants noted the devastating social impact and fear of faecal 
incontinence. Some did not mention it by name yet it was clear from their self-reported behavior that this was a 
paramount consideration in social activities and adds a significant burden to their lives. Faecal incontinence is a 
humiliating loss of self-control at any age and possibly more so for young people who fear stigmatization and 
isolation from their peer group as a result. It is inextricably linked to self-confidence and daily activities and 
relationships (Khera, Chase, Salzberg, Thompson, & Kamm, 2019). Yet, despite this there does not seem to be a 
good solution for this problem (Saldana, Ruiz, & Kaiser 2017) with management of faecal incontinence and 
investigations into therapeutic interventions receiving little attention (Khera et al., 2019). 
There is evidence that active PIBD can affect school attendance, participation, and performance (Assa et al. 2015, 
Carreon, Bugno, Wojtowicz and Greenley 2018, Carroll et al. 2019). Diarrhoea, abdominal pain, and rectal 
bleeding have been singled out as the most common causes of school absenteeism amongst children with PIBD 
(Eloi et al. 2019) with medical appointments and hospitalization also contributing (Assa et al. 2015). 
There are conflicting reports concerning the effect of chronic illness on educational outcomes for adolescents with 
chronic pain. In a large longitudinal study in USA, adolescent chronic pain was associated with reduced 
educational attainment (Murray, Groenewald et al., 2020). However, the school success of our participants, 
including those who reported frequent pain, is in agreement with the bulk of the literature which finds that most 
children with PIBD achieve similar school participation (Santos-Antunes, Nunes, Lopes, & Macedo 2016) and 
success (Mackner, Bickmeier, & Crandall, 2012; Assa et al., 2015; Singh et al., 2015; Malmborg et al., 2019) as 
those without PIBD. Requesting and receiving extra support from school and staff possibly resulted in our 
participants coping well. This extra support is a positive step towards optimizing the chances for academic success 
for these adolescents (Carreon et al., 2018; Freckmann et al., 2018; Carroll et al., 2019; Malmborg et al., 2019). 
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Another important stage in the journey from adolescence to adulthood is learning to manage their social lives; 
establishing control over their lives and ‘normalizing’ their experiences helped these adolescents to defeat negative 
thoughts and facilitate resilience, although this is hard to accomplish alone. Participants in this study relied heavily 
on family, friends and medical support as has been previously reported in the literature (Nicholas et al., 2007; 
Bishop, Lemberg, & Day, 2014; Carroll et al., 2019). 
Participants indicated that they were mostly very aware of the difficulties connected to their disease; they 
described them and the impacts they produced and told how they were adapting their behaviour to new 
circumstances. The importance of acceptance is well documented in the literature (Ambrosio et al., 2015; Zheng, 
Bruzzese, & Smaldone, 2019; Richard et al., 2020). These participants developed coping skills by learning what to 
eat, where they could go, and what activities they could participate in, with support, so that they felt socially safe. 
This was not always easy for those with continuing pain and incontinence, and some level of anxiety correlating 
with disease severity was to be expected (McCombie, Mulder, & Gearry, 2013; Mahlmann et al., 2017). These 
results are similar to those reported as experienced by children with chronic disease generally (Cartwright, Fraser, 
Edmunds, Wilkinson, & Jacobs, 2015; Oppenheimer, Krispin, Levy, Ozeri, & Apter, 2018). 
Finally, there was developing a new ‘normal’ with positive hopes for the future; the acceptance of having a life- 
long debilitating disease was paramount for these adolescents in coming to terms with their futures (Richard et al., 
2020). This they seem to have accomplished, or were well on the way to doing so, and without exception they 
displayed optimism for a positive future and a new ‘normality’. Many were pleased with how they were 
negotiating this journey and the insights they had gained as a consequence; this unexpected result has been 
documented previously (Nicholas et al., 2007). The difficulty in continuing to live as normally as possible will 
always be hindered by the uncertainty of their disease. And this is acknowledged by the participants, illustrating 
that they are forearmed for the challenges of the future as they approach adulthood. 
4.1 Limitations and Strengths. 
This in-depth study collected rich and detailed accounts to build an understanding of the intricate and frequently 
difficult journeys of adolescents living with PIBD and the skills they acquired to successfully negotiate this 
journey. However, there are several limitations in our study. Participants were recruited from one paediatric 
hospital clinic, had similar demographic and socio-economic backgrounds and strong family and medical support 
which, whilst acknowledging that no two journeys would be the same, contributed towards a similitude in results. 
Adolescents with less privileged backgrounds may be at a higher risk for poorer clinical disease outcomes. 
This study is based on a small (n=9) sample although this is considered sufficient for some qualitative research 
(Clarke & Braun, 2013; Vasileiou, Barnett, Thorpe, & Young, 2018). Given that IBD is a difficult subject for 
young people to discuss with strangers, we recruited mainly older adolescent volunteers. Consequently, the 
findings in this study cannot be generalized to all adolescents with PIBD or to adolescents with other chronic 
diseases. 
Despite these limitations, the participants provided stories that captured some of the complexity of their 
experiences. Our findings point to the relatively unrecognized strengths and positivity of adolescents living with 
PIBD, the skills they develop to deal with their conditions, the importance of support from all involved in their 
lives and the clear implication that more research is needed into answers to the debilitating problem of faecal 
incontinence in IBD. 
This study is the first conceptualization of how some Australian adolescents manage their illness journeys from 
pre-diagnosis as they move towards greater independence to adulthood and adds to our existing knowledge on 
adolescents’ own understanding of their illnesses and their road towards self-management of IBD. Such 
knowledge may contribute towards assisting all adolescents with their transitions to independence. 
Though participants in this study reported having developed a good capacity to take charge of their health care 
regimes with a degree of certainty, much remains unknown about how they develop the skills to achieve this 
(Szulczewski, Mullins, Bidwell, Eddington, & Pai, 2017). Additional research which focusses on adolescent 
acquisition of such skills could inform less fortunate adolescents via educational programs. 
5. Conclusion 
In summation, this study has demonstrated that, even with optimum support, adolescents will undergo difficulties 
as their severe and unpredictable physical symptoms cause them anxiety and embarrassment and disrupt their 
everyday social lives. It throws light on the challenges that Australian adolescents living with IBD face as they 
move towards independence and the critical importance of understanding and support from friends, family and 
medical staff to develop resilience and optimism for the future. 
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